Introduction
Patients with chronic obstructive pulmonary disease (COPD) often experience various limitations in their daily occupations and activities of daily living (ADL), such as walking, stair climbing and self-care activities (Annegarn et al., 2012) . These limitations in ADLs are, at least in part, caused by daily symptoms of breathlessness and fatigue (Janssen, Spruit, Uszko-Lencer, Schols & Wouters, 2011) .
Proxies are often unable to accurately identify the most important problematic ADLs of patients with COPD (Nakken et al., 2017) . Moreover, when patient and proxy agree about a specific problematic ADL, the perception of the performance and the satisfaction with that ADL performance differs within most pairs (Nakken et al.) .
Obviously, discrepancies between patient-proxy perceptions can occur due to a lack of mutual understanding, which could lead to frustrations among the couples (Low & Gutman, 2003) . Several scenarios are possible: (i) over report of the patient's abilities by the patient, for instance to minimise their illness, to avoid pity, and/or because they are not able to accept their symptomrelated disability; (ii) under report of the patient's abilities by the patient, for instance to get more informal care; (iii) over report of the patient's abilities by the proxy, for instance when proxy is only present when informal care is needed and (iv) under report of the patient's abilities by the proxy, for instance when the proxy experiences caregiver burden, and is unable to care for the patient (Rothman, Hedrick, Bulcroft, Hickam & Rubenstein, 1991; Siordia, 2012) , and/or proxy's own needs and problems (Higginson, Priest & McCarthy, 1994) .
Discrepancies can worsen the quality of the patient/ proxy relationship, cause higher caregiver stress, and/ or lower life satisfaction (Horowitz, Goodman & Reinhardt, 2004) . These findings may improve clinicians' ability to interpret and use proxy information acquiring insight about the underlying cause of patient/proxy disagreements and provide the rationale to involve proxies in the patients' disease management process (Kutner, Bryant, Beaty & Fairclough, 2006) . Use of these insights may enable the proxies to better cope with the patients' COPD condition and limitations, and improve a clinicians' ability to interpret and use proxy information (Kutner et al.) .
Therefore, the aim of this qualitative study was to explore causes of perceptual differences between COPD patients and resident proxies about patients' problematic ADLs.
Methods

Study design
This qualitative study is part of the Home Sweet Home study (Nakken et al., 2014) , registered in the Dutch Trial Register (NTR 3941). Patients with moderate to very severe COPD were recruited by their chest physician or respiratory nurse specialist in four hospitals in the Netherlands. Participants of the Home Sweet Home study underwent a home visit at baseline and after 1-year follow-up, to investigate the differences between patients' and proxies' perceptions of patients' health status and problematic ADLs. Participants of this qualitative study were also interviewed during a home visit. Ethics approval was obtained from the Medical Research Ethics Committees United (MEC-U), the Netherlands (NL42721.060.12/M12-1280).
Participants
Stable patients with COPD GOLD grade II, III or IV with a resident proxy (defined as a person living together with the patient, regardless of whether they provide care to the patient) were eligible for inclusion in the Home Sweet Home study. Only couples who completed the baseline visit as well as the 1-year follow-up visit of the Home Sweet Home study, and who reported at least six patient-proxy disagreements on the Canadian Occupational Performance Measure (COPM) during the follow-up visit were eligible to participate in this qualitative study. Because a variety of different causes were expected, only patient-proxy couples with six or more disagreements were included, to minimise the number of couples needed. Purposive sampling was used to include patients and proxies until data saturation occurred. Finally, 10 patients with COPD and their 10 proxies were included between 26 May 2015 and 8 August 2015. All participants provided additional written informed consent for this qualitative part of the Home Sweet Home study.
Data collection of the original Home Sweet Home study
Demographics and clinical characteristics (including post-bronchodilator spirometry) were assessed in patients and their resident proxies during the home visit of the original Home Sweet Home study. Demographics included the relationship between the patient and proxy, the current smoking status of both, and their working situation. Moreover, post-bronchodilator spirometry was performed in patients and proxies according to guidelines (From the Global Strategy for the Diagnosis, Management and Prevention of COPD, Global Initiative for Chronic Obstructive Lung Disease (GOLD) 2016. Available from: http://www.goldcopd.org/.) For ced expiratory volume in the first second (FEV 1 ) was calculated from the flow-volume curve measured by a handheld pulmonary spirometer during the home visit.
Problematic daily occupations and ADLs of the patient with COPD were identified using the COPM (Law et al., 1990) . The COPM is a semi-structured interview that is used to identify and discuss a patient's specific problematic ADLs (Law et al.) . Problematic ADLs were operationally defined as important activities or occupations that a patient wants to do, needs to do or is expected to do, but is unable to accomplish, still performs with symptoms, or activities that are no longer performed by the patient because of the experienced symptoms (Law et al.) . This interview was administered in patients and in proxies regarding the patient's problematic ADLs, without hearing responses of the significant other. The five most important problematic ADLs, according to the patient and proxy separately, were recorded. The researcher determined, directly after the interviews, whether these five identified problematic ADLs were in agreement between the patient and proxy. An agreement was operationally defined as the same activity with an almost equal duration (or distance), for instance climbing two stairs or walking to the supermarket (500 m). The remaining problematic ADLs were considered as a patient-proxy disagreement. Therefore, when the patient considered climbing one stair as problematic, while the proxy did not mention climbing the stairs as problematic or considered climbing two stairs as problematic, this was scored as a disagreement between the patient and proxy.
Data collection of the present qualitative study
The COPM was re-assessed after one year, as part of the original Home Sweet Home study. The interviews for the qualitative study were planned preferably within one month after the one-year follow-up visit of the Home Sweet Home study, to minimise the risk that problematic ADLs changed over time. The interviews had an open structure and were performed in the presence of both the patient and proxy. During the interviews, the five most important problematic ADLs during the last home visit of the Home Sweet Home study identified by each person of the couple were compared and discussed. All interviews were conducted by one researcher (Mrs. N.N.) using an interview guide ( Table 1 ). The interview guide includes six main questions. Participants' responses on the questions were explored in depth. The duration of the interview was approximately one hour. Interviews were recorded by audiotaping using two recorders to prevent missing data by failure of recording equipment.
Data analysis
To describe the characteristics of the couples, data of the Home Sweet Home study were used. Categorical variables are described as frequencies, and continuous variables are presented as mean and standard deviation (SD).
The interviews were transcribed verbatim. Data analysis was done by two researchers (N.N. and E.v.d.B.) whereby open coding, axial coding and selective coding were conducted (Corbin & Strauss, 2014) . Open coding is identifying and categorising phenomena found in the text, axial coding is the process of relating codes or categories to each other, and selective coding includes choosing a category as core category and relates all other categories to it. Although data analysis was done by two researchers, these researchers coded independently and discussed results until they reached consensus, to insure trustworthiness of the data. Quantitative data were analysed using SPSS version 20.0 and qualitative data analysis was done using NVivo version 10.
Results
General characteristics of the study population
Ten patients with COPD GOLD II, III or IV (n = 3, 4 and 3, respectively), and their resident proxies were included. Half of the patients and proxies were male and patients were slightly older than their proxies (Table 2 ). The patient and proxy lived together for a mean of 36.6 years, and most proxies were retired.
Findings
In total, these 10 couples agreed about 11 problematic daily occupations and disagreed about 73 problematic daily occupations and ADLs. The 73 disagreements were further elaborated in depth during the open interview. A total of 121 explanations for disagreement were 
Spouse/partner 9 (90%) 9 (90%) Parent/child 1 (10%) 1 (10%) Working situation, n (%) Paid job 0 1 (10%) Retired 4 (40%) 6 (60%) Household work 0 1 (10%) Unable to work 6 (60%) 1 (10%) Student 0 1 (10%)
Values expressed as mean (SD), or number of participants (%). COPD = Chronic Obstructive Pulmonary Disease; FEV 1 = Forced Expiratory Volume in the first second. *1 missing. identified between the patients and proxies. These were categorised into ten main causes: (i) differences in the level of satisfaction; (ii) differences in the level of acceptance; (iii) different estimation of capabilities; (iv) problematic ADL goes unnoticed; (v) proxy is not present during problematic ADL; (vi) problematic ADL is not performed (often or anymore); (vii) problematic ADL is not (longer) talked about; (viii) masked by another problematic ADL; (ix) different value judgement and/or (x) solution for problematic ADL.
Differences in the level of satisfaction
Some discrepancies exist because the patient or proxy was satisfied with the patient's performance of a problematic ADL, while the significant other was not. Therefore, these problematic ADLs were only identified by one person of the couple. For instance, Patient 5 mentioned dressing as an important problematic ADL. He explained that he was able to do it himself, but that he was really tired afterwards, already at the start of the day. So, he identified this activity as problematic. However, his proxy thought otherwise.
I do not have to help him, let me put it that way. He can do it himself. So therefore I think it is not a problem. That he needs about an hour, that's something else.
[Proxy5]
Another example is Patient 2 who organised a birthday party for his grandson. The proxy recognised this as a problematic ADL, but the patient did not.
They loved it. I experience a lot of satisfaction of such a day. I am broken, afterwards. I realize that I am sleeping on the couch in the evening. But that does not matter. [Patient2] Differences in the level of acceptance Disagreement in identifying problematic ADLs existed because patients and proxies had another level of acceptance. Patients or proxies accepted a problematic ADL, for example, not being able to shower independently, as a normal way of life.
Because for me it is self-evident, that they come to help me. Now. [Patient6] That is a crime anyway. But in the meantime I accepted that, that I need help. [Patient6] For some patients, it was difficult to accept and face the truth about not being able to do activities, such as household activities, that they used to do independently and without any symptoms. So I can, I cannot yet face the truth completely.
[Patient1]
Different estimation of capabilities
Another cause of disagreement between patients and proxies was the estimation of capabilities. Sometimes patients overestimated their own abilities.
Yes, I have the feeling that I'm still able to do a lot of things. But in reality, it is simply not true.
Sometimes proxies estimated the patients' abilities differently compared to the patients themselves.
Fifteen minutes is exaggerated. She does not admit, apparently not . . . After three, four minutes she already has problems. . . . Fifteen minutes of shopping, but then you stop, you walk from window to window. But that's not walking, walking is for instance to walk around the block, on flat ground, and you are not able to succeed. [Proxy9] Problematic ADL goes unnoticed Although the patient and proxy did an activity together, some problematic ADLs were not or barely noticed by one of them. Proxy1 explained his experience that driving a mobility scooter was difficult for his wife, resulting in unsafe situations. However, his wife did not notice this herself:
I did not realize that I did something wrong. No, I did not notice that at all. [Patient1] Another example is eating, which was a problematic ADL for Patient2. Although the patient and wife always ate together, she did not notice his difficulties. In fact, she also did not recognise this problematic ADL after showing the problematic ADLs identified by her husband.
Proxy2: "We eat less than before. That also makes a difference that we eat less. We do not have any problem with that." Interviewer: "Do you have the idea that eating is difficult for (name patient)?" Proxy2: "No, not at all." [Proxy2] Proxy is not present during problematic ADL Many proxies did not identify a problematic ADL because he or she was not present during the performance of that ADL. The reason was that the patient did it by him/herself (for instance a hobby), because the proxy was at work or because their social lives were separated. The latter applied to the patient and her son: Problematic ADL is not performed (often or anymore)
Many problematic ADLs were not identified by one person from a couple, because that problematic ADL was rarely or not performed. Various reasons could be distinguished: the activity itself had changed, the problematic activity is not performed by the patient (at the moment, for instance due to the season or because the patient is not able to perform that activity anymore), or the problematic ADL does not occur often. For instance, Patient8 did not identify playing with her grandchildren as problematic, because they do not see them a lot. However, she did recognise this as an important problematic ADL during the interview.
If they live nearby, yes, then I would see them more often, and then it would be a major item. Then you want to go there and do something with them. We don't have that. Because they live so far away, therefore we don't see the grandchildren a lot.
[Patient8]
Problematic ADL is not (longer) talked about
Some problematic ADLs were not identified by the proxy because it is not something that they talked about. An example was the symptoms Patient 2 experienced during showering:
There was never any talk about that actually.
[Proxy2]
Moreover, sometimes they talked about a problematic ADL in the past, but not anymore, so it was outdated. This was the case when male Proxy10 talked about a problematic ADL identified by his wife, namely to rub ointment on the skin (also on intimate places):
We talked about it in the past. When she was admitted to the hospital, and I said that everything became too much. I could not do it any longer. But in fact, after the hospital admission in (place hospital), it's no longer discussed. So that became outdated, for me. [Proxy10] Masked by another problematic ADL Some couples mentioned that another problematic ADL masked the problematic ADL mentioned by the significant other. This was mostly caused by the feeling that when a person is not able to perform a specific activity such as walking indoors, this person is also not able to perform a more difficult activity, for example, walking outdoors.
I explain it like this, if you are not able to walk 10 m, than you are also not able to play golf.
Different value judgement
Couples associated a problematic ADL with a specific value judgement. Either they recognised the activity as problematic, but did not identify it as such because it is of major importance for the patient.
For example doing the dishes. Well, I do not enjoy that, but it does have value for me. Because when I'm doing the dishes, they (proxy and daughter) can do something else. So that is the value to me, that I still mean something.
Or they did admit it as a problematic activity, but other activities were far more important for this person. For instance, (female) Patient 10 who cooked daily (her role within the household), but never did it for fun.
No, that's not one of the things I miss. No, I cooked dinner, and what I cooked, I cooked properly, I put hundred percent effort in it. But I never said: 'wow, I really enjoy cooking'. I mean, he is an amateur chef, he really enjoys cooking. But, no, that is not the case for me. [Patient10] Solution for problematic ADL A frequent cause of discrepancies between patients and proxies is the fact that one of them found a solution for that problematic ADL, making it no longer a problem. Different kinds of solutions were mentioned by these couples: the use of helping aids, using another method, or the activity is taken over by another person (e.g. the proxy). However, the fact remains that the significant other still noticed this activity as problematic. Problematic ADLs with a solution were, for example: walking (mobility scooter), climbing the stairs (working downstairs) or dry yourself after a shower (receiving help from proxy).
Yes, then I'll have a problem. But I don't take that very seriously, because I have my mobility scooter.
[Patient2]
(Name patient) talked about a stair lift, and then I think well, I'd rather spend my money on something else. He can also work downstairs.
When she is finished I say: 'Come on, I'll help you to dry your back, feet and legs.' So I thought this was more or less solved.
[Proxy10]
Discussion
The causes of perceptual differences between patients and proxies were diverse, just like the problematic ADLs themselves. In addition, the perceptual differences could be caused by both the patient's and the proxy's perception. Disagreements could be caused due to the process of acceptance, because the patient was on a different level of acceptance than the proxy thought the patient was. Nakken and colleagues already showed that patients with COPD were confronted with many experiences of loss (Nakken et al., 2017) . This may trigger a grieving process in which acceptance is described as the final stage. Denial, resistance and sorrow were distinguished as the other stages (Vercoulen, 2012) . A perfect example was the patient who had difficulties with facing the truth about doing household activities. The patient thought she was able to do all these things herself (stage: denial), while her proxy did identify this as a problematic ADL. Other examples were patients, or proxies who accepted a problematic ADL (such as showering or dressing) as a normal way of life (stage: acceptance), while the significant other thought differently (stage: resistance or sorrow).
Moreover, reasons for disagreement in identifying problematic ADLs due to the proxies were also mentioned, for example, when the proxy was not present during the ADL, did not notice it as problematic, or they did not talk about the problematic ADL. Although 90% of patients and caregivers agreed that it was important to talk to each other about the patient's illness (Fried, Bradley, O'Leary & Byers, 2005) , it still appears to be a reason for disagreement. A previous study already revealed that encouragement to communicate with each other is necessary because proxies felt that the capacity to communicate or the opportunity to keep conversations going, was affected by the patient's breathlessness (Bergs, 2002) .
Carswell and colleagues (Carswell et al., 2004) concluded in their review that the COPM could be used to collect information from proxy respondents on behalf of patients who were not able to report their own occupational performance, such as caregivers of persons with Alzheimer disease or minor children. However, findings of a previous study in patients with COPD showed that proxy responses should be used with caution, because of the many discrepancies between patients and their proxies when identifying patient's problematic ADLs (Nakken et al., 2017) . Furthermore, this study showed many different causes of these perceptual differences. This makes it reasonable to believe that discussing the patient's problematic ADLs as part of goal setting, for instance at the start of a pulmonary rehabilitation program, should be done in the presence of the proxy. Indeed, a qualitative analysis showed that patients entering pulmonary rehabilitation identified only abstract and immeasurable goals (Meis et al., 2014) . Often, they had an unrealistic perception, for instance because they overestimated or underestimated themselves. Proxies living together with the patients had a different view on the patients' performances than the patients themselves (Nakken et al.) . Discussing problematic ADLs within a couple, instead of with the patient alone, is therefore important to make sure that rehabilitation goals are realistic and not missed. In addition, involving proxies when discussing the patients' problematic ADLs could result in feelings of shared responsibility (Visse, Teunissen, Peters, Widdershoven & Abma, 2010) , and maintains the quality of a close relationship (Deal, Wampler & Halverson, 1992) .
More advantages of involving proxies in the assessment and treatment of patients with COPD could be mentioned. A study in patients with chronic organ failure also concluded that caregiver burden could change over time, but that these changes were not explained by patient characteristics (Nakken, Spruit, Wouters, Schols & Janssen, 2015) . Furthermore, two studies found that the level of caregiver burden was more related to caregiver's perception and attitude than to patient characteristics (Garlo, O'Leary, Van Ness & Fried, 2010; Limpawattana, Theeranut, Chindaprasirt, Sawanyawisuth & Pimporm, 2013) . Therefore, paying attention to the perception of these proxies seems important, because this perception seems to have an impact on the proxy. In a study by Marques and colleagues (Marques et al., 2015) , patients and family members were asked about their expectations of a family-based pulmonary rehabilitation program. Both patients and family members hoped to improve their social relationship, indicating the importance of, and the impact on this relationship. In fact, patients and proxies considered that COPD had an impact on their marital relationship, affecting the couple's communication (Gabriel, Figueiredo, Jacome, Cruz & Marques, 2014) . For instance, because patients were embarrassed when asking for help with ADLs, or when patients felt not being understood by their partner. This indicates once more the lack of transparent communication within a couple. Moreover, the need for stimulating the communication within a couple and the themes which could be part of such a conversation were described in this article.
Some limitations need to be addressed. First, a cause of disagreement could exist when the patient did not identify an ADL as problematic (anymore), for instance because he/she attached no value to it (Dedding, Cardol, Eyssen, Dekker & Beelen, 2004) . Some causes of disagreement could be diminished when more concrete questions were asked (for instance in questionnaires) instead of the broad questions in the COPM (Lobchuk & Degner, 2002) . However, the COPM was consciously © 2018 Occupational Therapy Australia CAUSES OF PERCEPTUAL DIFFERENCES IN ADLS chosen because of its major strength, namely the rating of any problematic ADL, which makes the open dialogue very individual (Dedding et al.) . Second, this qualitative study had a cross-sectional design. The interviews of this qualitative study were based on the problematic ADLs identified with the COPM during the follow-up visit of the original longitudinal study. Therefore, the problematic ADLs were reported on only one specific moment in time. This could have biased the problematic ADLs identified during this COPM. Although this should be taken into account when interpreting the results, it should also be noted that a crosssectional design is appropriate for the aim of this study. Last, this qualitative study included ten patients with COPD and their proxies. Although sample size was limited, the data saturation point was reached.
Conclusion
This qualitative analysis identified many causes of perception differences between patients and proxies about patients' problematic ADLs. Involving proxies when patients need to identify their problematic ADLs, may be a way to encourage communication within a couple and to make sure that all important problematic ADLs are identified.
Key points for occupational therapy
Proxies of COPD patients should be involved when identifying patients problematic ADLs. Proxies' involvement during the disease trajectory is important to increase the feelings of shared responsibility. Proxy responses should be used with caution, due to many discrepancies between patients and proxies.
